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Abstract
The significant advances in technology and educational options for children who are deaf
present a parent with opportunities to make choices on behalf of their child. The variability in
overall results for aU available options and the long term implications of decisions made early
in a child's life make it necessary for parents to utilize an objective process. A framework for
ensuring the parent's right to make decisions on behalf of their child will be discussed using
five principles of bioethics. Points of controversy regarding the use of cochlear implants as
well as the use of American Sign Language (ASL) wiU be explored. The issue of informed
choice is examined and analyzed.
Keywords: bioethics^ cochlear implant^ deaf culture, D(d)eaf, fourteenth amendment
Introduction
According to physicist Samuel Collins, "[t]echnology is neither good nor
bad, nor even neutral. Technology is one part of the complex relationships
that people form with each other and the world around them; it simply
cannot be understood outside of that concept." Cochlear Implants and other
medical advances have intended and unintended consequences, both positive
and negative. Decisions made early in a child's life regarding language,
education and culture will have profound impact on the self image of Deafi^
deaf individuals as well how they are perceived by the rest of society.
When the cochlear implant was approved by the US Food and Drug
Administration (US FDA) in 1984, the hearing community was surprised
that some members of the Deaf Community were outraged (Sparrow, 2005).
The hearing community defines deafness as a disability that can potentially
be cured. The medical definition of deafness coincides with this viewpoint,
and is represented with a (d).'Ihe Deaf community, on the other hand, views
deafness as a characteristic or "birthright" that allows an individual to be
part of Deaf culture. The cultural definition of deafness is represented with
a(D).
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The term "Bioethics" was first used by Van Rensselaer Potter in 1970.
Dr. Potter was an American biochemist and professor of oncology at the
McArdle Laboratory for Cancer research at the University of Wisconsin-
Madison. Bioethics is a field of study concerned with the ethics and
philosophical implications of certain biological and medical procedures,
technologies and treatments (Argos Biotech).
The Basics of Cochlear Implants
A cochlear implant is a device that bypasses portions
of the ear that may not be working in typical fashion, and
provides stimulation directly to the auditory nerve. The
signals generated by the implant are sent by the auditory
nerve to the brain for high level processing (National
^ Institute on Deafness and Other Communication
Disorders (NIDCD), 2011). The cochlear implant
consists of both surgically implanted components and an
externally worn speech processor. Sounds are picked up
by the microphone and the speech processor analyzes the i 77
sound and turns it into a coded signal. The coded signal
is sent across the skin to the internal components of the
cochlear implant where it is converted into electrical
signals. These electrical signals are sent to electrodes
which directly stimulate the auditory nerve fibers so that Wj
they can pass the information on to the brain (NIDCD, '
2011). Currently, there are three manufacturers that offer
US FDA approved cochlear implant devices: Cochlear Americas, Advanced
Bionics and MED-EL (US FDA, 2007).
The US FDA approved the use of cochlear implants for adults in 1984.
US FDA approval was expanded to include children as young as twenty-
four months old in 1990. The approved age for cochlear implantation was
then lowered to twelve months in 2000 (NIDCD, 2011). As of December
2010, there were 219,000 people worldwide who received a cochlear implant
with 70,400 Americans included in the total number. Currently 42,000
adults and 28,400 children in the United States have received a cochlear
implant (NIDCD, 2011). According to the US FDA (2007), hearing with
a cochlear implant will range from near normal ability to no hearing benefit
at all. Adults who had hearing at one time and use spoken language may see
immediate benefit and continue to see the most improvement within the
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first three months of the surgery. Children who were born deaf may improve
at a slower pace and will require a great deal of training in order to achieve
significant benefit.
The cochlear implant, as with any technology and surgery, has associated
risks. Although the following occurrences are considered rare, perspective
cochlear implant candidates need to be aware that reports of the following
negative outcomes are reported in the literature: device failure, injury to
the facial nerve, meningitis, wound healing problems, skin breakdown over
the implanted device, cerebrospinal fluid leak, vertigo and abnormal taste
sensation (US FDA, 2007; NIDCD, 2011).
Understanding the Controversy
The controversy regarding the option of receiving a cochlear implant
focuses mainly on cochlear implantation for children who are not able to
make a decision on their own. They must rely on other people, namely their
parents, to make decisions on their behalf that will have enormous impact on
every aspect of their Ufe including: education, psychosocial development and
development of a primary language. Adults are responsible for making their
own decisions as it relates to cochlear implantation, therefore, there is less
controversy regarding adults receiving a cochlear implant as long as a true
informed choice is encouraged. "A hearing person cannot possibly understand
what it is like to be deaf, any more than a white person can understand what
it is like to be black, or a man can understand what it is like to be a woman.
Lacking that understanding they cannot possibly make logical decisions in
our best interest" (Brusky, 1995).
Using Brusky's logic, it is also impossible for an individual who is a member
of the Deaf community to understand what it is Uke to be part of the hearing
community. 90% of children who are born deaf are born to hearing parents
and 90% of children who have deaf parents are hearing (National Institutes
of Health (NIH), 2000). Because of this fact. Deaf culture is unlike most
cultures in that it is not usually passed down from the parent to the child.
"Language and culture are interrelated. Sign language is central to any Deaf
person, child or adult for their intellectual, social, linguistic and emotional
growth but to truly internalize the language, they must have the culture that
is embedded in the language. Every linguistic and cultural group has its
own way of seeing and expressing how they see and interpret the world and
interact in it... the Deaf community is comprised of culturally Deaf people
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in the core of the community who use a sign language and appreciate their
heritage, history, literature and culture" (Cripps, 2012).
Recent studies have shown that in order for an individual to receive the
best results from cochlear implantation, the surgery must be performed as
early as possible and preferably before three years of age (BosweU, 2012;
Talan, 2007). The time window to develop oral language diminishes slighdy
between two to four years of age. By age nine, there is litde chance that a
child will learn to speak with a cochlear implant (Oginni, 2009). It should
be noted that the age of implantation is not the only factor that wiU impact
language and spoken speech development; cognition, exposure to formal
language, social environment and socioeconomic status will also impact the
future language proficiency of a child. (Segalowitz & Rapin, 2002).
The benefits of cochlear implantation vary from patient to patient, making
it difficult to know that implanting a young child is doing "the most good
and least harm." Personal stories of patients with cochlear implants may be
subjective in nature making it difficult to convey an objective view of"average"
results (Brusky, 1995).
Proponents of cochlear implant surgery and the development of any
spoken language for a deaf child stress the importance of preserving parental
autonomy. Their view is that an implanted child can choose to learn ASL
and be part of the Deaf community in the future, thereby providing the
child more possibilities for determining the culture(s) in which they choose
to partake (Borgerson, 2005). There are others who define deafness as a
potentially curable disability and consider it abhorrent if a parent does not
decide to have their deaf child implanted (Hildak, 2001). Some feel that true
success for a deaf individual will occur only if they can "communicate" with
the hearing world and making a decision that does not allow for the potential
to communicate with the general public is not in the long term interest of the
child (Brody, 2008).
Those who support ASL as a first language argue that ASL is the "natural,"
fiilly intact language system for individuals who are deaf. They argue that,
without a fully intact language system, normal psychosocial development
cannot occur (National Association of the Deaf (NAD), 2000, NIH, 2000).
It has been reported that children with cochlear implants can lack a true
identity and feel as if they do not belong in either the Deaf or hearing
communities (Sparrow, 2005). Dolnick (1993) stated "any attempts to cure'
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deafness are wrong. I am happy with who I am... and I don't want to be
"fixed".. .In our society everyone agrees that whites have an easier time than
blacks. But do you think a black person would undergo operations to become
white?"
These facts make the following question the focal point of the "controversy"
surrounding the cochlear implant:
If a parent and a child are part of two distinct cultures,
does the parent have the right and ability to make an
informed decision on whether their child should be
implanted? Because most children do not have the legal
right to consent to their own treatment, the authority
lies in the hands of the parents or legal guardians and
so consent is given by "proxy" and this lack of power
makes children especially vulnerable regarding how
important decisions will impact them in the future
(Newbury-Whitstone, 2004).
Principles of Bioethics
"In the realm of health care, it is difficult to hold rules or principles that are
absolute. This is due to the many variables that exist in the context of clinical
cases...even though they are not considered absolute, bioethical principles
serve as powerful action guides." (McCormick, 1998).
When making decisions that raise potential (bio)ethical questions, it is
advisable to adhere to principles that will support and promote an objective
process/approach that ultimately will lead to an informed and autonomous
decision. The five principles of bioethics are: the Utilitarian Approach, The
Rights Approach and the Fairnessyjustice Approach, the Common Good
Approach, and the Virtue Approach (Velasquez et al.,2009).
The Utilitarian Approach to bioethical decision making requires that
decisions be made in a way that do the most good and the least harm
(Velasquez et al. 2009). It is considered negligence if a professional imposes
careless or unreasonable risk of harm on another person (McCormick,
1998). Those who support cochlear implantation argue that any reasonable
possibility of minimizing a disability (remember that this group define
hearing loss as a disability) will meet the standard of "doing the most good
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and the least harm." It might also be said that because rate of educational
and economic "success" for an individual who is culturally deaf is variable, the
odds of improving an individuals quality of life may be increased by using a
cochlear implant.
The Five Principles of a Bioethical Decision Making Process
Principle Definition
Utilitarian Approach Do the most good and least harm
Rights Approach Preserve autonomy
Fairness^ustice Approach Equal treatment for all
Common Good Approach Respect and compassion for all
Virtue Approach Decision should coincide with moral and
ethical principles
Others would argue that because the surgery has the potential of destroying
any remaining residual hearing, there is a danger that "more harm" can be
inflicted on the child by pursuing the cochlear implant. It can also be argued
that because the outcomes of cochlear implantation are variable, and because
ASL can be considered an "intact and natural" language for a person who
is deaf, it will cause more harm than good by potentially taking away their
"birth right" to their culture and language (Hyde & Power, 2006).
The Rights Approach dictates that autonomy must be preserved when
decisions are made (Velasquez et al., 2009). It seems clear that neither medical
professionals nor well-meaning members of the Deaf community have the
right or authority to force their views on parents as they are making decisions
on behalf of their child. Because there is variability in the results of cochlear
implantation as well as methodologies used in deaf education, any decision
made by the parent needs to be respected. While an argument can be made
that parents are making decisions on behalf of their child and the child may
not agree with the decision at some point in their development, a parent does
have the right to make decisions on behalf of their child providing that there
is no intent to harm the child (Newbury-Whitstone, 2004).
The Fairness/Justice Approach mandates that aU human beings should be
treated equally (Velasquez, et al., 2009). This means that in order to make a
truly informed decision, all opinions must be treated as equally important in
the decision making process. Even if deafness is considered a disability by the
medical community and by some hearing parents, the views of people who
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are culturally Deaf should be treated with respect and equality. The voices of
the Deaf community should be heard along with the voices of the medical
professionals. This also suggests that the Deaf Community has the obligation
to be open to the opinions of the medical and hearing community as well.
The Common Good Approach promotes respect and compassion for
all others, especially vulnerable populations, such as children, when making
ethical decisions (Velasquez, et al., 2009). Ethical decisions should also
contribute to the good of the community. This ethical approach to decision
making stresses that the best interest of the child be taken into account by
the parents when decisions are being made regarding cochlear implantation.
Can a hearing or deaf parent truly decide what is best for their deaf child,
given the fact that they are part of different cultures? Since both the deaf
and hearing communities have conflicting interests within this debate, which
"community" should benefit from the parent's decision? (Brusky, 1995; Hyde
& Power, 2006)
The last principle/approach used when making bioethical decisions is
the Virtue Approach. According to this approach, ethical decisions should
be consistent with common virtues that all of humanity possesses, such as
honesty, tolerance, fairness, etc. In the context of this debate, parents must
have fuU knowledge of all arguments surrounding this debate before making
the final decision (Velasquez et al., 2009).
Hildak (2009) noted that any surgical technique that provides for a more
open future are not only morally permissible but morally encouraged. Hildak
(2009) argued that cochlear implants fulfill this condition. UtiHzing the virtue
approach as well as the other principles noted, the decision maker would have
to determine, based on objective information, if Hildak's statement is "honest"
based on their interpretation of information provided and due diligence.
Can a definitive statement be made suggesting that a cochlear implant will
reasonably provide for a more open future? (Pauudneviciene 6cRaylene,2011)
argue that parents are not typically provided with complete information about
all options for their children, thus being denied truly informed consent.
Difficult Questions for Parents, Professionals and the Community
in General, Deaf and Hearing
The debate regarding cochlear implantation forces the confrontation
of difficult questions that must be addressed by all decision makers and
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involved parties before consensus and mutual respect for final decisions will
be reached. These questions currentiy have no easy answer. Although the goal
of making an informed decision may never be reached, by contemplating
the answer that meets the individual need of the child parents have a better
chance of making decision in an informed and autonomous way:
Should the Deaf community support cochlear implantation as an
appropriate compensation for hearing loss, or oppose is as an unethical
enhancement of the human body? (Paludneviciene, 2011). Some important
questions to consider to achieve this end:
Can the hearing community ever recognize the Deaf community as
a cultural group? (Paludneviciene 6c Raylene, 2011)
•  Can a user of a cochlear implant be accepted as a full member of the
Deaf Community?
• When is informed choice realized? Can there ever be a "standard" of
informed choice and consent for a child?
•  Can informed choice be reahzed in the cochlear implant controversy?
•  Does the amount of information needed to make an informed
decision differ for every person?
Managing the Controversy through Autonomous Decision Making and
True Informed Choice
The Supreme Court has determined that parents retain a substantial if
not the dominant role in the decision making for a child regarding medical
and other decisions, absent a finding of neglect or abuse, because of the
traditional presumption that the parents act in the best interest of their
child {Parham v.JRj 1979). The Fourteenth Amendment states that a state
cannot pass a discriminatory law against an individual and it prevents the
denial of due process and equal protection under the law.
Since there are currently no guarantees in the outcome of cochlear
implantation, "any attempt of the state to mandate participation in this
surgery raises constitutional questions... [as] there is no proof that a
cochlear implant will increase every child's reading scores, help them to
assimilate into the hearing community or enhance their future." (Bender,
2004)
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It is clear based on bioethical principles and constitutional law that
cochlear implantation, as an elective surgery with variable results, cannot be
mandated by the state or other third parties (Brusky, 1995). The courts are
clear that parents, regardless of what they decide, have the right to make a
decision and override the views of other interested parties (Hyde 8c Power,
2006). Since autonomy is a pivotal component of both bioethical decision
making and American culture, the right of the parent to make a medical
decision, including whether to undergo cochlear implantation, for their
child should be upheld. This decision, however, should be informed and
should consider the two arguments centered on this debate (NAD, 2000).
"Informed consent refers to the active involvement of a patient/parent
in understanding and agreeing to treatment. This idea has only formally
developed over the past century. Before that time, the traditional model
of medicine placed ^  of the responsibility for treatment decisions mainly
in the hands of physicians. It was assumed that since most lacked medical
training, they would be unable to understand all of the benefits and risks of
proposed treatments." (Newbury-Whitstone, 2004)
As noted earlier, it is difficult to determine a "standard" for informed
choice; however, hearing parents of deaf children should have the
opportunity to obtain objective information regarding the Deaf community,
ASL and researched based methodologies used when educating students
who are deaf. Deaf parents of deaf children should also have the opportunity
to receive objective information and advice regarding cochlear implantation
(Joint Committee on Infant Hearing, 2007).
Medical professionals and proponents of Deaf culture define deafness
in a different way and it is important that both hearing parents of deaf
children and deaf parents of deaf children learn about the differing points of
view, the pros and cons of each opinion, and have access to resources where
information can be given without bias (Hyde 8c Power, 2006).
The NAD, in their2000 position paper on cochlear implants recommended
the following:
•  Research on the possible outcomes of cochlear implantation.
•  Presentation of all options for deaf children.
•  Cochlear implant teams should not only consist of medical
professionals but also of rehabilitation staff and counselors for long
term support of the child.
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Newbury-Whitstone (2004) suggests that parents ask the following
questions on behalf of their child before consenting to any medical treatment
on behalf of their child:
•  Have you told us about all of the possible options?
• What are the risks of this treatment?
•  How many other patients have you treated with this condition and
what have their outcomes been?
• Will you be doing this procedure yourself or will a resident or fellow
be performing it?
The Joint Committee on Infant hearing (JCIH), in their 2007 position
statement advocates for all parents to have access to information in a
culturally sensitive and understandable format. The JCIH also stresses that
families should be made aware of all communication options and available
technologies presented in an unbiased manner, (JCIH, 2007).
A district court in Spokane, Washington, ruled that a hearing mother
of a deaf child can overrule the decision of her estranged husband and
demand that their daughter be required to wear her cochlear implant at
all times because it was determined that the mother had legal jurisdiction
to make decisions on behalf of the child (Boggs, 2010). Conversely, a
Michigan circuit court ruled that a deaf parent had the right to refuse
cochlear implant surgery for her sons who were in foster care because she
still maintained parental rights (Montgomery, 2002). In this way, the law
does not necessarily advocate one viewpoint over the other; it advocates
the right of a parent to make medical decisions for their young children in
general.
Conclusion
Deciding what exactly is in the "best interest" of a child is a highly
subjective task. Both hearing and deaf parents undoubtedly have, as their
primary motive, the best interests for their child at heart. By utilizing the
existing legal and bioethical frameworks to make a decision to proceed
with cochlear implantation for a young child leads to the conclusion that
parents, rather than any other decision maker, should appropriately assume
the principle of true informed decision making responsibility (Brusky,
1995). The defining of a standard for true informed decision making is
problematic but with access to all information regarding educational and
cultural options for the child, the parent will have the best chance at making
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a decision that will coincide with their child's own interests in a way that
will help them meet their life's goals.
We conclude with two final questions based on the bioethical principles
and United States law reviewed in this article:
•  Should a deaf child receive a cochlear implant?
•  Should a child use ASL exclusively?
The answers to these two questions must be: yes, no, maybe, not enough
information or all of the above may be correct!
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